Health research has relied on ethical principles, such as those of the Belmont Report, to protect the rights and well-being of research participants.
requires that researchers equitably distribute the risks and benefits associated with research across society. 5, 7 In public health, however, researchers focus on the well-being of communities, which creates new ethical dilemmas. 8, 9 Among the ethical issues commonly debated in public health are whether the infringement of individual liberties may be considered a morally legitimate cost of improving community health and whether evidence-based approaches to care that may be culturally problematic should nonetheless be implemented. The principles and practices of community-based participatory research (CBPR) provide a powerful approach for engaging community members in developing and evaluating strategies for improving health. CBPR promotes trust and shared power and decision-making between researchers and community representatives, 2-way capacity building, and mutually beneficial cocreation and dissemination of study findings. [10] [11] [12] [13] [14] Indeed, CBPR practitioners have questioned the relevance and comprehensiveness of the Belmont principles when applied to the novel ethical situations they confront, including the desire to protect not only individual research participants but also communities and populations. 15, 16 Some have even proposed reconceptualizing the Belmont principles. 17 These practitioners have initiated a conversation about the ethical principles and practices that should {guide CBPR, which highlights the need for greater attention to matching research goals to community needs and preferences and establishing community-based review boards. [18] [19] [20] Others have gone further by describing CBPR as an ethical response to past misconduct and arguing that institutional review boards (IRBs) should incorporate some of the lessons of CBPR into the oversight of traditional biomedical research. 21, 22 Because CBPR ethics are an important and much-debated topic, a definition of and a framework for ensuring ethical CBPR are needed. As a first step toward these goals, we summarized the growing literature on ethics in CBPR by conducting a comprehensive thematic literature review 23 structured around 4 questions:
• How do CBPR researchers understand the meaning of the Belmont principles in partnered projects?
• What principles that go beyond the ones described in the Belmont Report characterize ethical CBPR?
• What ethical challenges do CBPR practitioners face when conducting research in close collaboration with community partners?
• How can research integrity be ensured in CBPR?
Our review identified commonly used principles of ethical CBPR and may serve as groundwork for developing a comprehensive conceptual model for conducting ethical CBPR.
METHODS
Our comprehensive thematic literature review 23 focused on CBPR in health research. We searched titles, abstracts, and keywords of peer-reviewed articles published between January 1, 1990, and August 8, 2012, and indexed in 4 databases that cover a wide range of health, nursing, behavioral science, and social science publications: PubMed, CINAHL, PsychINFO, and Web of Science. We used a comprehensive list of search terms that describe research ethics (e.g., "ethics," "research integrity," "misconduct") and CBPR (e.g., "community engaged," "community-engaged," "community-driven," "communityinitiated," "partnered," "participatory," "action research").
We imposed 7 inclusion criteria: articles were in English; were published in a peer-reviewed journal; discussed research conducted entirely in the United States, United Kingdom, or Canada; had a health focus; described research conducted in close collaboration with underprivileged or underserved community partners; provided specific examples from direct research experience; and focused primarily or mostly on research ethics. The initial search returned 977 titles; we were unable to locate 7. We screened the remaining 970 abstracts and selected 210 articles as potentially eligible for inclusion. We reviewed the full text of these 210 articles and excluded 153, which yielded a final sample of 57 articles for our review. [4] [5] [6] [7] 15, 16, [18] [19] [20] [21] [22] We used conventional content analysis 70 to identify articles relevant to our guiding questions and provide empirically grounded examples of the meaning of the Belmont principles in CBPR, as well as components of, challenges to, and principles of ensuring ethical CBPR. We first read and summarized a subset of 12 articles (21%); compared our summaries; discussed, reviewed, and reconciled discrepancies; and clarified the defining features of each content category. Then, each of us summarized one third of the included articles; we all reviewed and approved all summaries to ensure reliability.
RESULTS
Of the 57 articles in our review, 38 discuss CBPR projects that took place in the United States, 13 in Canada, and 6 in the United Kingdom. Authors describe CBPR experiences in a variety of settings and populations: tribal, aboriginal, or indigenous communities (n = 15); low socioeconomic status African American, Hispanic, immigrant, or refugee communities (n = 12); at-risk women or youths (n = 8); persons with medical conditions (n = 7); and communities at risk for toxic environmental exposures (n = 3). Twelve articles do not focus on a particular community. Thirty-seven articles address research ethics as the primary focus; the remaining 20 discuss ethics as one of several foci. Appendixes A through D (available as a supplement to the online version of this article at http://www.ajph.org) list the articles that address each of our research questions.
The Belmont Principles in CBPR
Our findings suggest that although the principles of autonomy, beneficence, and justice are commonly used to determine whether biomedical research is ethical, their relevance to community-engaged research is an open question. Almost all reviewed articles suggest that an evaluation of ethics in CBPR should focus not only on individual participants but also on the community at large. Thirty-eight articles discuss how the meaning of the Belmont principles changes in community-engaged research and how the interests of individuals and the community could be protected. The principles of community autonomy (n = 30), however, tend to be more frequently discussed than those of community justice (n = 18) and beneficence (n = 17; Table 1 ).
Thirty articles suggest that research projects are expected not only to respect and protect individual participants' rights, but also to protect community autonomy. By maintaining standards of high-quality research and cultural congruence, 18 community researchers provide a sense of community self-determination and show an appreciation of community needs and interests, 7 thereby creating a structure that can protect a community and its individual members from harm and exploitation. 7, 24 Moreover, sensitivity to community needs and research requirements helps partnered research projects develop valid and generalizable knowledge that benefits the community and improves research protocols by incorporating community expertise. 4 Community autonomy in CBPR, however, is a multifaceted concept. Twenty-five articles provide examples in which respect for community needs, interests, values, and strengths illustrates community autonomy. Joint interpretation of findings and dissemination of results to the community are important aspects of community autonomy, according to 7 articles, regardless of the fact that they raise new ethical challenges. [25] [26] [27] Five articles consider either voluntary community participation in research, 28 such as conducting research with, rather than on, communities, or recognition of community dignity and worth, expressed by engaging communities in all aspects of research, 5 as characteristics of community autonomy.
Community justice, which in CBPR is often understood as the process of negotiating compromises between researchers and communities to ensure fairness for both individual study participants and communities engaged in research, is discussed in 18 articles. 5 Seven articles assert that both the burden of participation and research benefits are expected to be equitably distributed in communities, but that community benefits should be prioritized. 29 Although including all relevant community stakeholder groups in research and carefully considering inclusion and exclusion criteria may be a path to fairness, 7 Flicker and Worthington, for example, suggest that community stakeholders' diversity may create conflicts among them, complicating the process of achieving community justice. 56 Although the traditional understanding of beneficence and non-maleficence is that research should maximize individual benefits and minimize participant harm, 14 of 17 articles that mention community beneficence suggest that ethical CBPR should also take into account risks and benefits to community researchers and the community at large. 5, 25, 31 Glass and Kaufert argue that community members may be harmed by research findings, either because they internalize "negative research results about their community," or because data collected for one purpose are later used for another purpose without permission. 4(p34) Several authors, including Flicker and Guta, 32 note that academic research ethics committees do not typically focus on community risk-benefit analyses and rarely ask questions about broader study impact.
Components of Ethical CBPR
Overall, reviewed articles tend to describe high-quality CBPR as an ethical practice. Some authors explicitly view CBPR as a response to historical ethical misconduct and as the only ethical approach to conducting research with minority or underprivileged communities. 21 In the words of Frazier et al., "collaboration is less an option than an ethical obligation." 33(p125) Others, however, describe CBPR as a way to solve ethical problems 32 by ethically engaging vulnerable populations in research. 34 Brugge and Missaghian point out that the practice of CBPR is similar to the requirements of a community research review board. 35 Indeed, the components that define ethical CBPR (Table 2 ) are similar to the principles and procedures that define the method of CBPR itself. Community collaboration is described in 54 articles as a critical component of ethical CBPR. Collaboration requires community involvement and true mutuality, such as through engagement, 26, 36 sharing of experience and leadership, 37,38 development of trust,39,40 transparency, 6 and mutual empowerment. 41 Ethical CBPR requires ongoing dialogue and negotiation with communities. 42 Some authors clarify that this means that communities will help define what constitutes ethical research. The use of a relational paradigm 43 and an emphasis on reciprocity 42 or reflexive research ethics 44 are strategies endorsed for collaborative interpretation of ethical issues in CBPR.
The community significance of ethical CBPR is mentioned in 44 articles. Answering a question that is relevant to a community is described as a key component of ethical CBPR in 39 articles; 33 say that CBPR is ethical when the community has initiated the research question ("ethically responsible population-based studies must seriously consider community needs and priorities" 30(p241) . " [G] iving marginalized communities an opportunity to shape research agendas" is described as a feature of ethical CBPR. 32(p5) Thirty-five articles say that ethical CBPR results in various returns for a community on its investment in a project. CBPR is not ethical unless it results in a tangible community benefit, 15 determined through collaboration, according to 22 articles. 32, 45 Authors also note that "benefits other than knowledge are important goals of research," 29 and that both processes and outcomes can lead to community benefits. 18 Nineteen articles describe a return for the community as a byproduct of the social action orientation of this kind of research: CBPR aims to generate knowledge that leads to social change, enhancement of community well-being, 46 and "knowledge that reveals and challenges systemic problems rather than reinforcing relations of dominance." 45(p41) CBPR also has "emancipatory potential." 47(p2336) Seventeen articles explicitly mention the need for community capacity building in ethical CBPR. 20 Sustainability, such as activities and partnerships that continue after project completion, is described as an important community return in 5 articles. 48, 49 Community control is described as a component of ethical CBPR in 23 articles, with 18 specifying joint ownership of data or negotiation of control of data as particularly relevant. Two authors use the acronym OCAP (ownership, control, access, and possession) to summarize the principle of community control. 45, 50 Nine articles mention the need to focus on community strengths rather than deficits to facilitate community partners' contributions to the research process.
Challenges of Ethical CBPR
CBPR presents new challenges that many researchers discuss as ethical dilemmas (Table 3) . Twenty-four articles discuss insider-outsider tensions in CBPR, 1 of the 5 most commonly discussed ethical challenges we encountered. Tensions arising from differing expectations, assumptions, and agendas of community and academic partners that involve conflicting beliefs about research aims and outcomes are described in 17 articles. For example, some authors caution that academic partners may appear inflexible or insensitive because their priorities might focus on meeting their research needs and requirements rather than on community needs. 39, 49 Others warn that community members' lack of experience in adhering to research protocols may become a barrier to completing projects. 19, 49, 51, 52 Similarly, 17 articles regard academic-community power differentials as resulting from cultural differences, ignorance about such dissimilarities, or challenges associated with respecting them. Seeking equality among partners with varying backgrounds and skill sets, 19, 52, 53 addressing coercion and racism, 27 and overcoming communities' mistrust are commonly discussed ethical challenges. 18, 46, 48 Although protecting communities is an ethical priority of CBPR, 22 articles consider it a challenge. The complexity of adequately respecting both individuals and the community at large is discussed in 18 articles. Managing informed consent, a commonly discussed method of protecting community autonomy, is also challenging, because obtaining the consent of a community is not straightforward. 4, 21, 26, 45 Participants are researchers, and managing these dual roles may complicate the process of obtaining informed consent. For example, who should count as human participants and from whom should consent be obtained? 24, 45, 47, 54, 55 Maintaining dual roles also results in questions about how to keep participation and outcome data confidential. 24, 26, 45, 46, 54 For example, Williamson and Prosser consider the ethical obligation to maintain frequent and transparent communication among participants as complicating the effort to maintain anonymity and privacy. 54 Community representation is presented as a challenge to ethical CBPR in 15 articles, because it is not always clear who should represent or speak for the community. Authors often question who should sit on community advisory boards, approve the research study, and consult throughout the research project. 4, 5, 7, 21, 27, 29, 30, 56 Such problems are especially salient in projects that work with multiple or diverse communities. 5, 36, 42, 52, 57 Ethical arrangements for data sharing and the interpretation and dissemination of results are described as a negotiation process in 12 articles. Such negotiation is particularly challenging when results are not flattering or beneficial to the community. 22 Because benefiting communities is a principle of engaged research, some authors question whether negative findings should be disseminated or published. 4, 5, [25] [26] [27] Although 12 articles consider reviews by an independent ethics committee to be crucial for upholding ethical standards of research, authors note that IRBs are ill equipped to address the needs of community-engaged researchers. 16, 49, [58] [59] [60] [61] Authors suggest that IRBs (1) are concerned with individuals and not with community well-being 16, 49, 61 ; (2) require that all research procedures be approved before research has begun, even though CBPR is dynamic and often requires continual assessment and ongoing adjustments to research protocols 58, 59 and (3) Ensuring Ethical CBPR Upfront development of formalized research guidelines and data-sharing protocols that "[outline] the expectations of the researcher, and cover ownership of data, dissemination, and confidentiality" 46(p56) is recommended in 17 articles, because it can help prevent feelings of resentment, disappointment, or confusion. 37, 38 A recommendation that CBPR projects should develop community advisory boards or steering committees appears in 23 articles. These are mechanisms to make contact and build connections with the community, 32, 42 ensure that the project is sensitive to the community and culturally competent, 30, 36, 66, 68 minimize risks to the community, 34, 40, 60 address partner concerns and challenges, 21 allow projects to seek community advice or approval on research decisions, 18, 19, 21, 24, 36, 42, 60 enable the development of research protocols, 48 and help researchers ascertain the needs and wishes of partners and build trust. 69 Some authors recognize the importance of research oversight: 13 articles recommend additional education for IRBs regarding community-engaged research approaches, and 11 recommend the development of community review boards in addition to IRBs. Four articles say explicitly that ethical monitoring is most fair when overseen by an independent reviewer or review body. 6, 47, 49, 58 Two articles briefly mention that ethical frames derived from clinical work (e.g., professional ethics) can be used as guides to ensure ethical CBPR. 32,54
DISCUSSION
Our literature review substantiates the wide interest in ethics in community-engaged research. We identified 977 articles that discuss ethics in CBPR and 57 that meet our inclusion criteria. Our results support previous studies that show that the Belmont principles do not provide a comprehensive guide to research ethics in CBPR. 17 Although some CBPR practitioners find these principles useful when interpreted for the community rather than the individual, many say that Belmont-defined ethical standards are necessary but not sufficient to protect vulnerable communities from research abuses. 34 Although CBPR practitioners do not question the importance of the autonomy and well-being of individual participants, 28, 41, 43 they may take issue with the ways these principles are used in traditional research models 47, 48 and call for supplementing them with additional principles.
Authors also largely agree on the additional principles that define ethical CBPR. Nonetheless, the principles involved in conducting ethical CBPR are largely synonymous with the principles of CBPR itself: close collaboration, trust, mutuality, shared power and decision-making, and joint data ownership are typical examples of such principles. Indeed, authors often describe CBPR as a practice with multiple identities and objectives: a research method, an ethical practice, and (for some) a form of social activism. Because the definitions of ethical CBPR are so similar to the definition of CBPR, ensuring the ethics of CBPR often entails doing more and better CBPR. Rarely do authors mention that conducting CBPR does not automatically ensure the ethics of the work. 18 This places ethics in CBPR at a crossroads. Three areas for future work are evident. First, high-quality CBPR is assumed to be ethical, yet reviewed articles describe few measurable objectives or uniform guidelines for ensuring that CBPR is conducted to these high standards. For instance, the most commonly mentioned ways to ensure ethical CBPRadequately engage communities and foster transparent communication-are CBPR principles and not mechanisms for evaluating their implementation. Moreover, the same CBPR principles (e.g., joint ownership and interpretation of data) are often simultaneously discussed as components of ethical CBPR, challenges to ethical CBPR, and ways of ensuring research integrity.
Although the education of IRB members and the establishment of community IRBs to review research are promising strategies for ensuring CBPR ethics, it remains unclear how outside oversight bodies or participants themselves can verify the extent to which such principles as inclusion, mutuality, community benefit, and community control are being used in CBPR projects and who should be given the responsibility to adjudicate the ethics of community-engaged research. Even if practitioners can resolve the challenges of community representation and insider-outside tensions, 29 the principles of CBPR do not provide detailed guidance for ensuring the ethical conduct of CBPR. Thus, there is a need to develop a conceptual framework for ensuring research integrity in CBPR.
Second, although the method of valid scientific research and the principles that determine its ethical conduct are distinct, CBPR is both a scientific method and an ethical practice. Reviewed articles do not clarify when a CBPR project strikes an appropriate balance between these objectives. As Brugge and Kole say of the participants in a communityengaged project,
The researchers were firm in the opinion that good science is related to research methods, while the other interviewees were just as certain that good science is science that helped the community solve its problems. 15(p499 ) Some authors argue that academic research goals will need to be viewed as subordinate to the goals of achieving true mutuality and inclusion. 29 If this is the case, mechanisms to verify that these ethical principles are achieved are all the more critical.
Third, authors seem to agree that ethics in CBPR are emergent and situation specific. Whereas ethical procedures in traditional research are approved ahead of time, CBPR practitioners view ethics as involving a fluid, negotiable, and iterative process requiring continual reflection. 17, 41 What appears ethical in one community may not be ethical in another 56 ; therefore the ethical principles in CBPR can be defined as principles in evolution. 45 Although it reflects the nature of CBPR, this process orientation exacerbates the challenge of ensuring the ethics of community-partnered work. In light of the considerable time commitment that high-quality CBPR requires, more frequent or ongoing ethical oversight may seem onerous. Nonetheless, the ethical implications of various study choices may need to be reviewed by research and community participants in a transparent process throughout the course of a project. Moreover, timely and efficient ethics review by committees that consist of both academic and community partners may be needed to provide objective oversight when ethical challenges arise. 59
Limitations
We used broad search terms, which identified a large number of articles of variable quality, many of which did not exclusively focus on ethics. Although our inclusion-exclusion criteria helped us identify relevant, empirically grounded articles, some theoretical articles were undoubtedly excluded from our final data set.
Our set of articles demonstrated significant variability in nature, scope, purpose, and quality. At the same time, the diversity of included articles helped us learn about CBPR ethics in different settings, ranging from environmental health to genetics. In addition, taking a comprehensive thematic approach to the literature review, which is appropriate for reviewing descriptive and qualitative research, 71 helped reveal and illustrate the intricate nature of ethics in CBPR.
Conclusions
To our knowledge, our study was the first comprehensive thematic literature review on ethics in CBPR. Our results show the importance of this topic and suggest that one of CBPR's most notable strengths-the dynamic and reflexive nature of its ethics-opens important new venues for future research. Moreover, these results provide a needed foundation for developing a working definition and a conceptual model of ethical CBPR.
Supplementary Material
Refer to Web version on PubMed Central for supplementary material. Lack of explicit guidelines (lack of published examples on how to ensure ethical integrity in CBPR; no defined method for determining study effectiveness)
3
Ethics assumed (CBPR is seen to be ethical response; ethical issues may thus be neglected) 3
Misconduct occurs under ethical guise of CBPR (using community members to gather data only; not letting community know about outcomes)
2
Resource and funding challenges (CBPR is unrecognized by funding agencies but requires considerable resources) 2
Note. CBPR = community-based participatory research; IRB = institutional review board. Open, honest, and continual communication 17
Formalized research agreements/guidelines and data-sharing protocols 17
Develop community advisory boards (include community members and encourage discussion of all study phases, e.g., determining research questions and interpreting data; enable community relevance and sensitivity)
23
Educate IRBs about CBPR and community about review process (review process requires flexibility, may need to happen at multiple stages of project, and may benefit if done in concert with academic and community researchers)
13
Develop community review boards (ensure that community needs and priorities are addressed) 11
Promote professional/ethical development (reflexive research ethics; reliance on professional morality; continual reflection and cultural humility)
9
Carefully consider study personnel (hire bilingual study personnel from community who are familiar with culture) 4
Change funding priorities and procedures (increase funds for community partners; include in funding proposals adequate time for partnership building; fund pilots of 2-3 y for relationship development)
4
Maintain rigorous research design (stipulate rigorous design early; emphasize standardized procedures) 4
Note. CBPR = community-based participatory research; IRB = institutional review board.
a Two articles by Macaulay et al., 38,39 which report on similar features of the same study, are tallied as 1 article.
